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Abstract
Background Despite international bodies calling for increased
patient and family involvement, these concepts remain poorly
deﬁned within literature on critical and intensive care settings.
Objective This scoping review investigates the extent and range of
literature on patient and family involvement in critical and intensive
care settings. Methodological and empirical gaps are identiﬁed, and
a future agenda for research into optimizing patient and family
involvement is outlined.
Methods Searches of MEDLINE, CINAHL, Social Work Abstracts
and PsycINFO were conducted. English-language articles published
between 2003 and 2014 were retrieved. Articles were included if the
studies were undertaken in an intensive care or critical care setting,
addressed the topic of patient and family involvement, included a
sample of adult critical care patients, their families and/or critical
care providers. Two reviewers extracted and charted data and anal-
ysed ﬁndings using qualitative content analysis.
Findings A total of 892 articles were screened, 124 were eligible for
analysis, including 61 quantitative, 61 qualitative and 2 mixed-
methods studies. There was a signiﬁcant gap in research on patient
involvement in the intensive care unit. The analysis identiﬁed ﬁve
diﬀerent components of family and patient involvement: (i) presence,
(ii) having needs met/being supported, (iii) communication, (iv)
decision making and (v) contributing to care.
Conclusion Three research gaps were identiﬁed that require address-
ing: (i) the scope, extent and nature of patient involvement in intensive
care settings; (ii) the broader socio-cultural processes that shape
patient and family involvement; and (iii) the bidirectional implications
between patient/family involvement and interprofessional teamwork.
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Background
Critical care research, policy and best practice
increasingly recognize that patients admitted to
acute care hospitals are members of a wider
patient–family network1 that functions as a
small social system.2 The acknowledgement of
family members, in this form, marks a departure
from the disease-centric practice of solely focus-
ing on the physiological care of an individual
patient within the intensive care unit (ICU).3
This new way of thinking is not without contes-
tation as tensions can arise between traditional
models of care provision in ICUs and a holistic
incorporation of patients, family members and
their life worlds into care. Examples of this
tension can be illustrated by controversies over
whether family members should be allowed to
observe cardiopulmonary resuscitation (CPR) of
their loved one,4 and whether family members
should have the opportunity to participate in
professional rounds where patient status and
treatment plans are discussed.5
The movement towards patient involvement is
evident in a number of supranational policy
statements and directives drafted since the late
1970s6,7 and can be situated within a broader
rise in health consumerism,8 and shift towards
patient-centred models of care.9–11 The Institute
of Medicine’s 2001 report Crossing the Quality
Chasm was a seminal document in acknowledg-
ing patient-centred care as a key component of
health-care quality.12 Proponents of patient-
centred care models have since advocated for
patient involvement as an intrinsically important
health-care goal that is also instrumental to
clinical decision making, quality of care and
patient outcomes.13–15 International bodies such
as the World Health Organization have called
for variations of a patient and family-centric
model of health-care delivery,16 and the Society
of Critical Care Medicine, America’s largest
non-proﬁt critical care organization, has devel-
oped clinical practice guidelines for the support
of family members in the ICU to meet
these mandates.17
Despite international bodies calling for
increased patient and family involvement, this
concept remains unclear within the critical care
literature. Little consensus exists on what involve-
ment actually means to varying stakeholders,18
who at times have diﬀerent perceptions of manner
and degree to which patient and family involve-
ment should take place.19 Questions around the
nature and extent of patient and family involve-
ment can be fraught with tension due to the
environment of the intensive care unit. This set-
ting is characterized by a high level of care
provision, close monitoring, and the use of
complex medical procedures and equipment in
a context where the patient’s health status is
often severe and unpredictable.20 Involvement
as a concept is both complex and dynamic and
can encompass not only visible activities and
interactions between social actors, but also
the thoughts feelings, and meanings indi-
viduals have towards these activities and
interactions.18 The conceptual ambiguity sur-
rounding involvement poses problems in terms
of facilitating collaborative relationships
between patients, families and providers as
well as planning, implementing and evaluating
initiatives that promote patient and family-
centred care.
Recent literature reviews on family members’
involvement in the ICU have primarily focused
on family needs21,22 and experiences23; however,
these reviews give little insight into how patient
and family involvement is actually being
researched across the literature. For instance, we
found a lack of research regarding the relation-
ship between patient and family involvement
and interprofessional collaboration in intensive
care units. Although there is a considerable
amount of literature on dyadic communication
between family members and health-care provi-
ders,24 a very limited number of studies have
been conducted on the day-to-day involvement
of patients and families with multiple health-care
team members.2,25,26
The purpose of this scoping review is to map
out the extent and range of literature on patient
and family involvement in critical and intensive
care settings, with attention to key concepts,
topics and methodological approaches. More
speciﬁcally, the scoping review aims to identify
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empirical and methodological gaps within the
existing literature in order to inform an emerging
research agenda in patient and family involve-
ment and interprofessional collaboration.
Methods
Scoping reviews are an exploratory review
methodology used to rapidly map the literature
on a well-deﬁned topic, reveal methodological
and empirical gaps within a body of research
and identify critical areas for investigation.27
Scoping reviews are more exploratory and less
systematic than systematic reviews, allowing for
a broader mapping of varying evidentiary levels
of existing research that can inform the develop-
ment of research questions to guide systematic
reviews and empirical studies.28 This review was
primarily targeted towards reviewing empirical
and methodological limitations in order to
establish whether there are any gaps in knowl-
edge around patient and family involvement
that require the formulation and pursuit of new
research questions. We deﬁned a critical care
setting to be a hospital unit that provides inten-
sive care medicine to patients with life-
threatening injuries and illnesses. We used
Arksey & O’Malley’s well-established frame-
work to undertake our scoping review. This
framework consists of ﬁve steps: (i) identifying
the research questions, (ii) identifying relevant
studies, (iii) selecting studies, (iv) charting the
data and (v) collating, summarizing and report-
ing results.27
Identifying the research question
The research questions that guided this review
were developed in collaboration with researchers
and the advisory board on a larger study exam-
ining interprofessional collaboration and patient
and family involvement in intensive care
settings.25 This review investigates the following:
What is the extent and range of literature on
patient and family involvement in critical and
intensive care settings, and what empirical and
methodological gaps exist within this literature?
In this review, we purposely adopted the term
‘involvement’. We conceived involvement to be
a broad term that could encompass other similar
concepts such as participation, engagement,
inclusion, and empowerment; which is reﬂective
of long-standing discussions centring on patient
and public involvement in health services and
research.29 To ensure we were comprehensive in
our review of the critical care literature, we
included variations of these terms in our search
strategy. All studies using qualitative, quantita-
tive and mixed-methods study designs were
eligible for inclusion.
Identifying relevant studies
Studies were selected for this review through
searches conducted on OVID MEDLINE,
CINAHL, PyschINFO and Social Work
abstracts. These databases were used to reach
a broad range of English-language literature
published in the last decade (2003–2014) within
peer-reviewed health and social science jour-
nals. This publication range was selected to
provide insight into the expansion of literature
and interest in this topic during this particular
period. Two reviewers developed the search
strategies (see Table 1) in consultation with a
health information scientist. In addition to
these searches, the reviewers examined the
reference list of an existing literature review on
patient and family involvement to identify eli-
gible articles that may have been missed by the
searches.22 Members of an expert advisory
group were consulted to identify any remaining
eligible articles not picked up by the search or
reference list search.
Selecting studies
In the ﬁrst stage of selection, two reviewers read
through article abstracts to eliminate duplicates
and exclude ineligible articles. Studies were
included if they were set in an intensive care or
critical care setting, addressed the topic of
patient and family involvement, and included a
sample of adult critical care patients, their
families and/or critical care providers. Articles
were excluded from the study if they were
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commentaries or editorials; prevalence studies of
mental health conditions in the ICU; paediatric
studies; studies that had no reference to relation-
ships between providers, families, patients; or
validation studies. As study abstracts often
lacked critical information about the study
methodology and setting, the reviewers assessed
the full text of remaining articles using the same
study criteria.
The two reviewers ensured consistency in
inclusion and exclusion decisions by
independently applying the criteria to an initial
sample of approximately 20 manuscripts and
subsequently comparing and discussing any
diﬀerences in their decisions about inclusion/
exclusion. This initial piloting of criteria helped
clarify decision making around inclusion/
exclusion and ensured that criteria were applied
consistently. The pilot coding revealed that there
was a strong intercoder agreement between the
two reviewers. Following the pilot coding, the
remaining articles were divided between the two
reviewers to expedite the process. When a
reviewer was uncertain about whether a study
met inclusion criteria, he/she discussed the study
with the second reviewer to achieve consensus.
Charting the data
The reviewers charted articles by extracting rele-
vant information on study aim, setting, design/
method and population. In the majority of cases,
the reviewers were able to identify the research
design from the abstract; in cases where method-
ology was descriptive or vague, the reviewers
interpreted the research designs according to the
description within the methods and results sec-
tion. In the latter cases, both reviewers examined
the articles to ensure consensus. The articles
were coded to chart the type of terminology used
to describe patient and family involvement in
the article.
Collating, summarizing and reporting results
A qualitative content analysis was adopted for
summarizing and synthesizing the characteris-
tics of studies included within this scoping
review. We produced numerical summaries to
map the overall number of studies, settings and
methodologies. A conventional content analy-
sis30 was then used to inductively identify
patterns in the ways patient and family involve-
Table 1 Search strategies
Database Search term syntax
MEDLINE (“Critical Care” [MESH terms] OR Intensive Care Units [MESH Terms]) AND (“Patients” [MESH Terms] or
“Family” [MESH Terms] or “Caregivers” [MESH Terms]) AND (involvement or engagement or
collaboration or experience or empowerment or interactions or perceptions or presence or needs or
visitation or advocacy).mp.
AND LIMIT TO (english language and humans and yr=“2000 –Current” and “all adult (19 plus years)”))
AND NOT (“Intensive Care Units, Pediatric [MESH Terms] OR “Intensive Care Units, Neonatal” [MESH
Terms])
CINAHL ((MH ‘Intensive care units’ OR MH ‘Critical Care’) AND (MH Patients OR MH Physicians, Family OR MH
Patient-Family Relations OR MH Family OR MH Extended Family OR MH Family Relations) AND (TX
involvement OR TX engagement OR TX collaboration OR TX experience OR TX empowerment OR TX
interactions OR TX perceptions OR TX presence OR TX needs OR TX visitation OR TX advocacy)
PsychINFO (critical care OR intensive care unit) AND (patient OR family OR caregiver) AND (involvement OR
engagement OR collaboration OR experience OR empowerment OR interactions OR perceptions OR
presence OR needs OR visitation OR advocacy)).mp. AND LIMIT TO (full text and peer reviewed journal
AND human AND english language AND abstracts AND ‘300 adulthood <age 18 yrs and older>’ AND
‘0110 peer-reviewed journal’) AND NOT ((pediatric or paediatric.mp. or neonatal.mp.) OR exp
Neonatal Intensive Care/OR exp Pediatrics/)
Social Work Abstracts ((critical care or intensive care unit) AND (patient or family or caregiver) and (involvement or
engagement or collaboration or experience or empowerment or interactions or perceptions or
presence or needs or visitation or advocacy)).mp.
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ment was described within the articles included
in this review. Conventional content analysis
entails developing codes inductively through
immersion with the text, deriving codes from
the data itself rather than coding with pre-
conceived categories.30 This dual coding process
allowed us to comment on general methodologi-
cal trends across the literature, addressing
regularities and gaps, as well as to thematically
describe components of both patient and family
involvement.31
Results
Study selection
The review searches initially yielded a total of
882 articles. After removing 71 duplicates, the
two reviewers excluded 398 ineligible articles
through the abstract review and an additional
299 through the full-text assessment. The review
of reference lists retrieved 6 articles and a consul-
tation with experts on the advisory group
Figure 1 Flow diagram of study methodology. This flow diagram illustrates our study selection process, which culminated in a
total count of 124 included studies.
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retrieved another 4, bringing the total count of
included studies to 124 (See Fig. 1).
Study characteristics
Of the 124 studies included, 61 are quantitative,
61 are qualitative and 2 are mixed-methods stud-
ies. Findings on study characteristics are
reported in Table 2. The most common research
design employed to study patient and family
involvement within the quantitative studies is
the cross-sectional survey, which accounts for
73.8% of all quantitative studies (n = 45). The
quantitative literature also includes 10 observa-
tional studies, 4 pre–post studies, 1 randomized
controlled trial and 1 non-randomized con-
trolled trial. Amongst the 61 qualitative studies,
most are described as interview-based explora-
tory qualitative designs (n = 21). The qualitative
literature also includes 17 interview-based phe-
nomenological studies, 9 ethnographic studies,
2 grounded theory studies and 2 action
research studies.
The papers are overwhelmingly published in
journals targeted at nursing audiences (n = 79),
with most of the remaining studies published in
critical care medicine journals (n = 32). In terms
of geographical distribution, the United States is
the leading site for research (n = 48), followed
by Sweden (n = 22), Canada (n = 7), Australia
(n = 6) and Norway (n = 6). The participants
for these studies are most commonly family
members of critically ill patients (n = 41) or
nurses (n = 35) (Table 3).
Table 2 Summary of study characteristics
Variable Total – N (%)
Total – N 124
Setting of study – Continent
Africa 0 (0.0)
Asia 11 (8.9)
Australasia (Australia and NZ) 7 (5.6)
Europe 45 (36.3)
North America 59 (47.6)
South America 2 (1.6)
Journal type
Nursing 79 (63.7)
Anesthesiology 2 (1.6)
Critical care medicine 32 (25.8)
Qualitative health research 1 (0.8)
Social work 1 (0.8)
Psychology 0 (0.0)
Other 9 (7.5)
Study design
Quantitative 61 (49.2)
Randomized controlled trial 1 (0.8)
Non-randomized control trial 1 (0.8)
Pre–post 4 (3.2)
Observational 10 (8.1)
Cross-sectional 45 (36.3)
Other 0 (0.0)
Mixed methods 2 (1.6)
Qualitative 61 (49.2)
Action Research 2 (1.6)
Case study 0 (0.0)
Ethnography 9 (7.3)
Grounded theory 12 (9.7)
Phenomenology 17 (13.7)
Qualitative (other/not specified) 21 (16.9)
Analysis
Statistical 63 (50.8)
Content analysis 17 (13.7)
Thematic analysis 17 (13.7)
Discourse analysis 1 (0.8)
Grounded theory/constant
comparative method
14 (11.3)
Phenomenological/hermeneutical
analysis
8 (6.5)
Other/not specified 4 (3.2)
Table 3 Study participants/professional groups
Participants/professional groups Total – N (%)
Total – N 124
Nurses 35 (28.2)
Nurses and family members 6 (4.8)
Nurses, family and patient 1 (0.8)
Nurses and physicians 2 (1.6)
Nurses and physicians and
family members
3 (2.4)
Physicians and family members 4 (3.2)
Physicians and patients 2 (1.6)
Interprofessional staff 5 (4.0)
Interprofessional staff and
family members
4 (3.2)
Interprofessional staff, family members
and patients
3 (2.4)
Family members 41(33.1)
Family members and patients 5 (4.0)
Patients 13 (10.5)
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Patient involvement
In regard to patient involvement, the two key
components of patient involvement investigated
within the literature are as follows: (i) patient
experience and (ii) patient participation. The
variety and volume of research conducted on
family involvement far surpasses that on patient
involvement. Notably, ‘patient involvement’ is a
concept that has not been signiﬁcantly explored
in critical care research, with only six qualitative
articles retrieved on the topic. Three of these
studies focus broadly on ‘patient experience’,
through interviews with patients, and only
peripherally discuss any aspect of patient
involvement in communication or decision
making.32–34 Two of these studies note that
mechanically ventilated patients who were able
to participate in some form in their care,
expressed feeling less like an object, increased
in dependence and positivity towards their
recovery, and also felt that time passed more
quickly.33,34 However, Karlsson and colleagues
also oﬀer up critical questions around the
extent to which patients may be able to partici-
pate in decision making about their care in the
ICU, arguing there may be a ‘ﬁne line between
a challenge and too much pressure on the vul-
nerable patient’.33
Two other studies employ interviews and
focus groups with nurses to explore their per-
spectives on communication with patients,35
and patient participation in decision making.36
In Trovo de Arujo and Da Silvia’s study
exploring 10 Sao Paulo nurses’ perceptions of
communication with patients, the authors ﬁnd
that while nurses’ valued communication with
patients as a therapeutic resource in palliative
care, they felt ill prepared to communicate
with dying patients. They identify uncertainty
around patient awareness as a common
obstacle to communication with patients.35
Kvangarsnes and colleagues’ study similarly
ﬁnd that nurses considered patient participation
in decision making to be especially challenging
during life or death situations such as chronic
obstructive pulmonary disease exacerbation
and that they felt patients had low levels of
power or involvement in their treatment at this
stage.36 The sixth and last study uses ethno-
graphic approaches to identify the nature and
scope of patient involvement in an American
ICU and concluded with recommendations to
empirically explore several aspects of ICU
patients’ involvement in decision making.37
The patient involvement studies reviewed tend
to focus on the ability of patients to communi-
cate with providers and family members. In
investigating the experience of ICU patients,
however, the ﬁndings from these studies shed
light on contextual factors that limited patient
involvement in intensive care units. These fac-
tors include technologically intensive ICU
environments, clinical objectiﬁcation of patients,
voicelessness and breathlessness caused by intu-
bation, and assumptions around cognitive
ability and illness severity.32–37
Family involvement
We identiﬁed ﬁve main components of family
involvement that have been investigated within
the studies on intensive care units. We propose
that these categories of involvement are not
mutually exclusive, but rather represent aspects
of involvement that range along a continuum
from relatively passive to active involvement.
(Fig. 2) Dreyer & Nortvedt describe four
increasing stages of involvement that family
carers of medically sedated patients in the ICU
move through from admittance to discharge.38
Although we also describe involvement in terms
of a range, we do not mean to infer these com-
ponents are taken up in a strict linear
trajectory. Our analysis is meant to take into
account the inter-related, dynamic and recursive
nature of patient and family involvement under
investigation. The ﬁve components of family
involvement, discussed below in order of promi-
nence within our scoping review, are as follows:
(i) Involvement as presence; (ii) Involvement as
receiving care and having needs met; (iii)
Involvement as communicating and receiving
information; (iv) Involvement as decision
making; and (v) Involvement as contributing
to care.
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Presence and visitation (n = 40)
‘Family presence’ is a component of family
involvement that has been extensively
researched within the critical care literature,
accounting for nearly one-third of all included
studies. The term ‘presence’ connotes a rela-
tively passive role for families as visitors to the
ICU,39–48 attendants at the patient’s bedside49
or witnesses to invasive procedures.4,50–63
Amongst the 23 quantitative studies, the major-
ity (n = 16) measure provider perspectives,
attitudes and preferences towards family pres-
ence during resuscitation.4,19,50–60,63,64 These
studies predominantly examine the perspec-
tive of nurses,4,19,50–54,59–61,63 although ﬁve
compare the perspectives of nurses and physi-
cians.19,52,55,60,64 The quantitative literature
examining family member or patient perspec-
tives on presence in the ICU is considerably
slimmer, with only 2 articles retrieved.57,61 The
remaining quantitative studies all use survey
methods and include one study assessing
nurse attitudes towards visitation,44 one study
describing attitudes and perceptions of multi-
disciplinary staﬀ towards family presence
during bedside rounds,49 one study examining
the association between family presence and
environmental factors at the time of a patient’s
death,65 and three studies that examine the
relationship between family visitation and
patient outcomes39 or family well-being.40,43
Amongst the sixteen qualitative studies on
family presence, all use in-depth interviews to
explore the content and meaning of family
presence and visitation in the ICU from
the perspective of family members,46,62,66,67
patients46,47,68–70 or providers.69,71–75
Receiving care and having needs met (n = 33)
Another research topic that features promi-
nently in the included literature is the
identiﬁcation of family needs in the ICU. Fam-
ily members of critically ill patients are routinely
represented within the literature as recipients of
care with distinct psychological, social and
physical needs.22,76 As such, critical care
researchers describe the identiﬁcation and satis-
faction of family needs as a pre-requisite for
eﬀective partnerships between families and pro-
viders.20,21,23 Within the family needs literature,
1 mixed-methods and 19 quantitative studies
adopt cross-sectional designs to measure the
importance of diﬀerent family needs.20,77–96 All
except one of these studies use the Critical Care
Family Needs Inventory (CCFNI), a 45 item
self-report questionnaire that assesses family
needs within ﬁve dimensions: support, comfort,
information, proximity and assurance.97 While
the CCFNI has been primarily used in English-
speaking countries, adapted versions of the
Presence
Receiving care 
and having 
needs met
Communication 
and receiving 
information
Decision-making Contribution to care
Most active Most passive
Figure 2 This diagram depicts the components of family involvement investigated within the empirical literature on intensive
care units. These categories of involvement are not mutually exclusive, but rather represent subsequent and progressive
components of involvement along a continuum from relatively passive to active forms.
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CCFNI have also been used to identify family
needs in Israel,89 Greece,83 Hong Kong,57,85
Brazil84 and Jordan.92 In total, thirteen studies
use qualitative methods to explore family
member needs, ﬁve of which investigate nurses’
perspectives.98–110
Communication and receiving information
(n = 17)
The third largest research body is the study of
communication between patients, providers and
families in the ICU. The communication and
information literature relates closely to family
needs literature in that many of these studies
seek to explore how family members perceived
and used informational support from health-
care providers.24,94,111–114 The 9 quantitative
studies primarily explore how timing, type,
quantity or consistency of communication
between providers and family members related
to family member’s satisfaction,5,115 prognostic
estimation,111,114 decision making113,116 and the
quality of care.117–119 The 8 qualitative studies
more broadly identify, describe and interpret
patterns of communication and interaction in
the ICU.24,104,120–125
Decision making (n = 17)
During the course of a patient’s stay in the ICU,
family members must often assume responsibil-
ity over health-related decision making,
including choices about diagnostics, treatment
and therapeutic care. Family member involve-
ment in decision making was the subject of 7
quantitative112,116,126–130 and 10 qualitative stud-
ies.131–136 Amongst the qualitative studies, ﬁve
use in-depth interviews to explore how
surrogate-decision-makers participate in deci-
sion making around life support.131–135 Three
other articles emerge from an ethnographic
study in which investigators study end-of-life
decision making (EOLDM) in four adult
medical and surgical ICUs within one hospital.
These studies explore diﬀerences in unit cultures
surrounding EOLDM,26 the implications of
rotating ‘attending physician’ roles on family
involvement137 and the informal roles family
members enacted during the process of
EOLDM.2 In another qualitative study, investi-
gators interview nurses on their perceived role in
family–team conﬂicts related to treatment
plans.138 The remaining qualitative study uses
in-depth interviews with family members to
identify personal, social and care-related factors
inﬂuencing surrogate-decision-makers’ stress.136
Amongst the quantitative studies, two are
longitudinal studies in which investigators
examine factors associated with surrogate-
decision-makers’ satisfaction.112,127 The remain-
ing quantitative studies include a non-
randomized RCT evaluating an intervention to
mitigate decisional conﬂict,128 a prospective
study to identify predictors of team–family con-
ﬂict around treatment plans,139 a chart audit to
examine family involvement in end-of-life deci-
sion making,130 a cross-sectional survey to
assess family members’ opinions about partici-
pating in medical decision making,126 and a
cross-sectional survey that examines the fre-
quency with which family members were
informed of end-of-life decisions (EOLD).65
Contribution to care (n = 12)
The ﬁfth and least researched component of
family involvement in the critical care research
is family member contribution to patient care.
In eleven qualitative studies and one quantita-
tive study, researchers seek to identify and
explore the contributions that family members
made to patient care.38,140–150 These studies
explore tangible contributions to care, such as
bathing, massaging and cleaning,145,146 as well
as more intangible contributions such as social
and moral support.141,144 In most of the qualita-
tive studies, researchers interview either family
members themselves38,140,141,144,145,150 or critical
care nurses for their perspectives on these contri-
butions.142,143,148 The remaining qualitative
studies focuses on the experience of nurse–fam-
ily members149 and patients themselves.147 In
the one quantitative study, researchers analyse
the relationship between family members’ con-
tributions to care and their perceptions of
provider respect, collaboration and support.151
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Discussion
Knowledge gaps pertaining to family
involvement
The widespread shift towards patient and
family-centred care has been characterized by
Garrouste-Orgeas and colleagues as, ‘a global
philosophical approach in which families are
both recipients of care aimed at optimizing their
well-being and active participants in care pro-
vided to the patient’.40 However, ﬁndings from
this scoping review indicate that considerably
more research has examined the former aspect
(families as recipients of care) than the latter
(families as active participants in care). Where
family involvement has been studied, the gaze
tends to be oriented towards relatively passive
forms of involvement, such as family presence
during resuscitation. One implication of this
trend is that the family involvement literature
often views family members as vulnerable sub-
jects that must be brought into the fold of care
(i.e. as patients) or as resources for improving
patient outcomes, but very rarely as individuals
to be partnered with by health-care professionals
in the care of the patient. As such, the family
involvement literature may not be interacting
eﬀectively with the hidden care work that family
members do in critical care settings,141 and the
implications of these contributions on patient
experience, safety and quality of care. The litera-
ture is also missing a critical examination of the
barriers and facilitators to partnerships between
patients, families and providers in intensive
care settings.
Knowledge gaps pertaining to patient
involvement
This scoping review identiﬁed a distinct lack of
research on the nature and extent of patient par-
ticipation and involvement in their own
treatment and care. Although patient participa-
tion has become a pillar of health services
research and practice,18 the topic is notably
absent within the critical care literature. This
gap may be partly attributed to dominant
conceptions of patient involvement as oral
communication and decision-making capabili-
ties, which do not often match with what is
possible for critically ill patients experiencing
severe illness, sedation, delirium or blocked
airways from intubation.36,69,152–154
The nature of patient participation in the
ICU is particular to the ICU setting and may
be less obvious to researchers and health-care
providers than it would be in other health-care
settings. The appointment of a surrogate-
decision-maker and/or an advanced directive
(written treatment plan) are other possible
ways in which patients may participate in deci-
sion making.155 However, patient participation
may also take the form of non-verbal partici-
pation, expressed through body language, or
even behaviours and actions that are typically
viewed by providers as disruptive, such as
attempts to remove endotracheal tubes or
dialysis catheters.37 As another example, some
participants in Karlsson and colleagues’ study
of conscious mechanically ventilated patients
described participating in mental training
strategies to become more aware of their
surroundings and regain a sense of control.33
Given the current scarcity of empirical data,
there is a need for more exploratory research
into the nature and extent of patient participa-
tion in the ICU.
Knowledge gaps pertaining to socio-cultural
factors shaping involvement
Another limitation of the current literature is
the disproportionate focus on provider-family
relationships and provider perceptions as factors
aﬀecting patient and family involvement. In
particular, the relationship between family mem-
bers and nurses has received considerable
attention, a trend that is common in the broader
literature on patient participation152 and inter-
professional care in intensive care settings.156
Although relationships between nurses and
family members are signiﬁcant, we note that the
wider processual, organizational and contextual
factors that shape the conditions for family
involvement are largely under-researched.
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One such factor that likely shapes patient and
family involvement, but which has not been
investigated extensively, is the built environment
of the ICU. Some studies have explored the
eﬀects of sound environment on patient experi-
ence,157 as well as patient and family preference
towards hospital design in the ICU.158 However,
attention to how environments may facilitate or
inhibit the involvement of family members in the
ICU has not been rigorously investigated in the
literature. As an exception to this trend, some
Swedish researchers have investigated the ques-
tion of patient and family experience within the
ICU environment.32,65 Almerud and colleagues’
study on patient experience in the ICU high-
lights how the technologically intensive
landscapes of ICUs themselves, populated with
complex medical equipment, can make ICU
environments diﬃcult to understand and navi-
gate for patients and families.32 Fridh and
colleagues found in their interview-based study
that nurses played an instrumental role in ‘pilot-
ing’ family members through the often
unfamiliar technology-intense environment.65
While these studies oﬀer useful insights
into patient and family interaction with ICU
environments, more research is needed to under-
stand how the ICU environmental factors
described above directly or indirectly shape the
possibility of optimal family and patient involve-
ment in patient care. Patient and family
involvement might be studied in the future
by observing how health-care professionals,
patients and families conceptualize and interact
with the spatial layout of the ICU, as well as the
furniture, equipment and other physical arte-
facts within the space.159 By extension, research
examining how space within ICUs shapes inter-
actions between health-care professionals,
families and patients in (sub)optimal ways
is needed.
The literature on patient and family involve-
ment could also be strengthened by attention to
broader contextual factors shaping the setting
under investigation. With the exception of a
few studies examining cultural preferences of
patients19,107,108,148 and 1 ethnographic study
examining unit cultures and EOLDM pro-
cesses,26 the critical care literature lacks
suﬃcient attention to the ways in which gender,
ethnicity, age and socio-economic status may
inﬂuence practices and preferences around
patient or family involvement. There is some
recognition in the literature that cultural diﬀer-
ences between the patient and ICU team may
lead to misunderstandings or conﬂict around
patient care.107,108 However, most investigators
stop short of considering the ways in which
health organizations’ expectations and practices
around family involvement may reﬂect gen-
dered, ethno-cultural, and/or class-based
assumptions particular to that setting. As one
notable exception, Baggs and colleagues
observed diﬀerent patterns in the timing and
nature of EOLDM between medical and surgical
ICU, which they link to meaningful diﬀerences
in unit-based culture, including informal rules
around DNRs, the meaning and uses of techno-
logical interventions, physician roles and
relationships with families, and processes such
as unit rounds.26
Just as unit culture shapes the possibilities of
patient and family participation, patients and
family members bring their own diverse set of
experiences, expectations and beliefs about what
participation should entail. There is evidence
from other health-care settings to support that
patients and their families perceive and concep-
tualize participation or involvement diﬀerently
depending on their social position, cultural
expectations and previous experiences with
health-care consultation.2,160–164 Quinn and col-
leagues identify 8 diﬀerent informal roles that
family members may enact when responding to
the challenge of EOLDM, placing these within
situational demands and the personal character-
istics of diverse family systems.2 However, this
kind of consideration of the personal character-
istics and experiences of families or patients was
often absent in the literature. As Protheroe and
colleagues’ contend, ‘current deﬁnitions [of par-
ticipation] fail to refer to equity in the ability
and capacity to participate and thus ignore the
impact of external contexts, social status and
marginalization on the participation’.160 Diﬀer-
ences in ability to participate likely go beyond
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issues of health literacy and may reﬂect deep-set
diﬀerences in role expectations within health-
care settings.160 A better understanding of these
diﬀerences, and their social underpinnings, may
help inform eﬀective approaches to address
disparities in participation.
Knowledge gaps pertaining to interprofessional
workflows and dynamics
A signiﬁcant gap within the literature is
consideration of the ways in which interpro-
fessional dynamics shape opportunities for
family–patient involvement and in turn, the
implications of patient and family involvement
on interprofessional teamwork. As Table 2
and 3 show, nurses have been at the forefront of
conducting research on patient and family
involvement in the ICU, as well as the primary
subjects of study. This trend resonates with the
widespread role expectation that nurses play a
leading role in facilitating patient and family
involvement.146,165,166 However, the ability of
nurses to facilitate patient and family involve-
ment is complicated by a critical care setting that
sits within a broader health-care system context
where the medical profession maintains author-
ity over decision making and allocating
labour.167–170 As such, it would seem unlikely
that nurses alone have power to create condi-
tions and teamwork dynamics conducive to
patient and family involvement. Kvangarsnes
and colleagues, for example, found in their
research that nurses’ ability to respond to
patient and family preferences during critical sit-
uations was constrained when no physicians
were present to authorize decisions.36 Baggs and
colleagues describe nurses’ eﬀorts to work
around attending physicians who lacked an open
attitude and behaviour towards the end-of-life
decision making with families.137 This issue of
medical dominance again underscores the
importance of understanding local professional
and socio-cultural practices within interprofes-
sional teams and how they may shape the
possibilities for patient and family involvement.
A future avenue for research, as such, would be
to explore diﬀerences in providers’ conceptual-
izations of family involvement, and how
particular aspects of involvement aﬀect interpro-
fessional team dynamics.
The need for methodological triangulation and
ethnographic methods
As a ﬁnal observation, there were very few
studies in the included literature that triangu-
lated methodologically, with most studies using
either quantitative surveys or qualitative inter-
views as their sole data collection method. This
methodological gap is particularly pronounced
in the family needs literature, where investiga-
tors relied almost exclusively on the CCFNI
survey as a data collection method. The domi-
nance of the CCFNI as a tool to understand
family needs has led some researchers to
conclude that its ﬁve dimensions (support, com-
fort, information, proximity and assurance)
represent a ‘universal and predictable set of
needs’ experienced by families in ICUs.90 This
reliance on CCFNI to assess family needs is
problematic given that neither the development
nor subsequent validations of CCFNI entailed
consultations with family members.21 More
broadly, there are aspects of ICU experience
that are not well understood through quantita-
tive tools. Surveys alone cannot tell us why
diﬀerent aspects of family needs are rated the
way they are, nor illuminate the personal experi-
ences and contextual factors that shape
these needs.
The lack of data triangulation was also a
limiting feature within the qualitative literature,
given the common use of provider interviews
alone to investigate issues related to family
presence, involvement and visitation. Although
interviews oﬀer a valuable way to access insider
accounts on events within the ICU, there are
often meaningful diﬀerences between what
people say happens and what actually happens
in practice.171,172 Ethnographic approaches,
which entail sustained observations and immer-
sions within social settings, can provide
additional rigour and nuance to survey and
interview-based approaches by illuminating the
social, cultural and professional processes
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that shape the possibilities for patient and
family involvement within particular con-
texts.2,26,137,173–175 Ethnographic approaches
may be particularly instrumental in studying
patient involvement, which is often diﬃcult to
investigate through survey and interview meth-
ods. A notable example from the literature is
Happ and colleagues ‘micro-ethnography’ of
patient involvement in health-related decisions
during prolonged critical illness. Using partici-
pant observation, clinical record review,
interviews and event analysis, the researchers
identiﬁed age, gender and health-related
diﬀerences in patient involvement. In addi-
tion, insights into the extent of how and
when patient involvement in decisions was
initiated were also revealed. There is a need to
build on this kind of research within diverse
intensive care settings in order to develop
context-sensitive understandings of patient and
family involvement.156
Limitations
There are three key limitations to this review.
First, only English-language articles were con-
sidered for inclusion in the study. As such, this
review misses potentially relevant articles writ-
ten in other languages and primarily covers
research conducted in North America. Sec-
ondly, our review did not target studies on
advance directives as an expression of patient
involvement, which may partly explain the
very small number of articles we retrieved on
patient involvement in the ICU. Finally,
because the reviewers limited their searches to
academic research articles published in the last
decade, the scoping review cannot speak to
how involvement has been conceptualized
within grey literature such as media-sources,
commentaries, policy documents and patient
and family education materials. This restriction
on grey literature was necessary to limit the
volume of articles reviewed and maintain a
focus on critical care research. It would be
constructive to further investigate the grey
literature, given its potential inﬂuence on critical
care research priorities and clinical practice.
Conclusion
Through this scoping review, we set out to
map out the extent and range of research on
patient and family involvement investigated in
ICUs. This scoping review identiﬁed ﬁve
main components of family involvement that
have been investigated in critical care
research: (i) presence and visitation, (ii) hav-
ing needs met or being supported, (iii)
communication/receiving information, (iv)
decision making and (v) contribution to care.
A key ﬁnding to emerge from this review is
that patient involvement has not, in fact,
received much attention within critical care
literature. Where patient involvement has
been explored, the focus has been primarily
been on communication with families and
providers around a limited set of medical
decisions. While the movement for family-
centred care calls for families to be incorpo-
rated as partners in care,176 there is
remarkably little research that investigates
family member’s contributions to care in
intensive and critical care settings, including
its scope and implications on patient care.
In light of the research gaps identiﬁed by
this review, we suggest that a future research
agenda should focus on the following: (i) the
scope, extent and nature of patient involve-
ment in intensive care settings; (ii) the broader
socio-cultural processes that shape patient and
family involvement, including processual,
organizational and contextual factors; and (iii)
the relationship between patient and family
involvement and interprofessional teamwork
processes. In terms of methodology, future
research could be strengthened through incor-
poration of ethnographic approaches that
produce in-depth, context-speciﬁc accounts of
patient and family involvement. We argue that
this research agenda will at least move the
critical care research literature towards evi-
dence that can inform the creation of context-
sensitive and sustainable interventions to
improve the involvement of families and
patients in the treatment and care of
ICU patients.
ª 2015 The Authors. Health Expectations. Published by John Wiley & Sons Ltd
Health Expectations
Patient and family involvement in the ICU, M Olding et al. 13
Sources of funding
This study was funded by The Betty and Gordon
Moore Foundation, which took no part in the
conception, design, conduct, interpretation or
preparation of this manuscript. The Betty and
Gordon Moore Foundation is located at 1161
Page Mill Road, Palo Alto, CA 94304.
Conflict of interests
The authors have no conﬂicts of interest
to declare.
References
1 Cypress BS. The intensive care unit: experiences of
patients, families, and their nurses. Dimensions of
Critical Care Nursing, 2010; 29: 94–101.
2 Quinn JR, Schmitt M, Baggs JG, Norton SA,
Dombeck MT, Sellers CR. Family members’
informal roles in end-of-life decision making in adult
intensive care units. American Journal of Critical
Care, 2012; 21: 43–51.
3 Eggenberger SK, Nelms TP. Family interviews as a
method for family research. Journal of Advanced
Nursing, 2007; 58: 282–292.
4 Fallis WM, McClement S, Periera A. Family
presence during resuscitation: a survey of Canadian
critical care nurses’ practices and perceptions.
Dynamics, 2008; 19: 22–28.
5 Schiller WR, Anderson BF. Family as a member of
the trauma rounds: a strategy for maximized
communication. Journal of Trauma Nursing, 2003;
10: 93–101.
6 WHO. Declaration of Alma-Ata. International
Conference on Primary Heath Care, 1978.
7 WHO. Health promotion in hospitals: evidence and
quality management. Copenhagen, 2005.
8 Newman J, Vidler E. Discriminating customers,
responsible patients, empowered users: consumerism
and the modernisation of health care. Journal of
Social Policy, 2006; 35: 193–209.
9 Mead N, Bower P. Patient-centredness: a
conceptual framework and review of the empirical
literature. Social Science & Medicine, 2000; 51:
1087–1110.
10 British Department of Health. NHS 2010–2015:
from good to great. Preventative, people-centred,
productive, 2009.
11 Ontario Medical Association. OMA policy on
patient-centred care. Ontario Medical Review, 2010:
34–49.
12 Institute of Medicine. Crossing the Quality Chasm: A
New Health System for the 21st Century.
Washington, DC: National Academy Press, 2001.
13 Institute of Medicine. Patient involvement in
treatment decision-making: the case for a broader
conceptual framework. Patient Education and
Counseling, 2001; 63: 268–278.
14 Institute of Medicine. Interventions for Providers to
Promote a Patient-centred Approach in Clinical
Consultations. Washington, DC: National Academy
Press, 2001.
15 Institute of Medicine. The impact of patient-centred
care on outcomes. Journal of Family Practice, 2001;
49: 796–804.
16 WHO. People-centred health care: a policy
framework, 2007: 1–18.
17 Davidson J, Powers K, Hedayat K. Clinical practice
guidelines for support of the family in patient-
centred ICU: American College of Critical Care
Task Force 2004–2005. Critical Care Medicine, 2007;
35: 605–622.
18 Entwistle V, Watt IS. Patient involvement in
decision-making: the case for a broader conceptual
framework. Patient Education and Counseling, 2006;
63: 268–278.
19 Al-Mutair A, Plummer V, Paul O’Brien A,
Clerehan R. Attitudes of healthcare providers
towards family involvement and presence in adult
critical care units in Saudi Arabia: a quantitative
study. Journal of Clinical Nursing, 2014; 23:
744–755.
20 Garrouste-Orgeas M, Willems V, Timsit J-F et al.
Opinions of families, staﬀ, and patients about family
participation in care in intensive care units. Journal
of Critical Care, 2010; 25: 634–640.
21 Burr G. Contextualizing critical care family needs
through triangulation. Intensive and Critical Care
Nursing, 1998; 14: 161–169.
22 Al-Mutair AS, Plummer V, O’Brien A, Clerehan R.
Family needs and involvement in the intensive care
unit: a literature review. Journal of Clinical Nursing,
2013; 22: 1805–1817.
23 Verhaeghe S, Deﬂoor T, Van Zuuren F,
Duijnstee M, Grypdonck M. The needs and
experiences of family members of adult patients
in an intensive care unit: a review of the
literature. Journal of Clinical Nursing, 2005; 14:
501–509.
24 Gutierrez MK. Experiences and needs of families
regarding prognostic communication in an intensive
care unit: supporting families at the end of life.
Critical Care Nursing Quarterly, 2012; 35: 299–313.
25 Reeves S, McMillan S, Kachan N, Paradis E,
Leslie M, Kitto S. Interprofessional collaboration
and family member involvement in intensive care
units: emerging themes from a multi-sited
ª 2015 The Authors. Health Expectations. Published by John Wiley & Sons Ltd
Health Expectations
Patient and family involvement in the ICU, M Olding et al.14
ethnography. Journal of Interprofessional Care,
2014; 29: 1–8.
26 Baggs JG, Norton SA, Schmitt MH, Dombeck MT,
Sellers CR, Quinn JR. Intensive care unit cultures
and end-of-life decision making. Journal of Critical
Care, 2007; 22: 159–168.
27 Arksey H, O’Malley L. Scoping studies: towards a
methodological framework. International Journal of
Social Research Methodology, 2005; 8: 19–32.
28 Gough D, Thomas J, Oliver S. Clarifying diﬀerences
between review designs and methods. Systematic
Reviews, 2012; 1: 28.
29 Tritter J. Revolution or evolution: the challenges of
conceptualizing patient and public involvement in a
consumerist world.Health Expectations, 2009; 12:
275–287.
30 Hsieh H, Shannon S. Three approaches to
qualitative content analysis. Qualitative Health
Research, 2005; 15: 1277–1288.
31 Miles M, Huberman A. Qualitative Data Analysis:
An Expanded Sourcebook, 2nd edn. London, UK:
Sage Publications, 1994.
32 Almerud S, Alapack RJ, Fridlund B, Ekebergh M.
Of vigilance and invisibility–being a patient in
technologically intense environments. Nursing in
Critical Care, 2007; 12: 151–158.
33 Karlsson V, Bergbom I, Forsberg A. The lived
experiences of adult intensive care patients who were
conscious during mechanical ventilation: a
phenomenological-hermeneutic study. Intensive &
Critical Care Nursing, 2012; 28: 6–15.
34 Karlsson V, Forsberg A. Health is yearning–
experiences of being conscious during ventilator
treatment in a critical care unit. Intensive and Critical
Care Nursing, 2008; 24: 41–50.
35 Trovo de Araujo MM, Paes da Silva MJ.
Communication with dying patients–perception of
intensive care units nurses in Brazil. Journal of
Clinical Nursing, 2004; 13: 143–149.
36 Kvangarsnes M, Torheim H, Hole T, Ohlund LS.
Intensive care unit nurses’ perceptions of patient
participation in the acute phase of chronic
obstructive pulmonary disease exacerbation: an
interview study. Journal of Advanced Nursing, 2013;
69: 425–434.
37 Happ MB, Swigart VA, Tate JA, Hoﬀman LA,
Arnold RM. Patient involvement in health-related
decisions during prolonged critical illness. Research
in Nursing & Health, 2007; 30: 361–372.
38 Dreyer A, Nortvedt P. Sedation of ventilated
patients in intensive care units: relatives’ experiences.
Journal of Advanced Nursing, 2008; 61: 549–556.
39 Eriksson T, Bergbom I. Visits to intensive care unit
patients – frequency, duration and impact on
outcome. Nursing in Critical Care, 2007; 12: 20–26.
40 Garrouste-Orgeas M, Philippart F, Timsit JF et al.
Perceptions of a 24-hour visiting policy in the
intensive care unit. Critical Care Medicine, 2008; 36:
30–35.
41 Whitcomb JA, Roy D, Blackman VS. Evidence-
based practice in a military intensive care unit family
visitation. Nursing Research, 2010; 59: S32–S39.
42 Hardin RS, Bernhardt-Tindal K, Hart A, Stepp A,
Henson A. Critical-care visitation: the patients’
perspective. Dimensions of Critical Care Nursing,
2011; 30: 53–61.
43 Knutsson SEM, Bergbom IL. Custodians’
viewpoints and experiences from their child’s visit to
an ill or injured nearest being cared for at an adult
intensive care unit. Journal of Clinical Nursing, 2007;
16: 362–371.
44 Knutsson SEM, Otterberg CL, Bergbom IL. Visits
of children to patients being cared for in adult ICUs:
policies, guidelines and recommendations. Intensive
& Critical Care Nursing, 2004; 20: 264–274.
45 Agard AS, Lomborg K. Flexible family visitation in
the intensive care unit: nurses’ decision-making.
Journal of Clinical Nursing, 2011; 20: 1106–1114.
46 Eriksson T, Bergbom I, Lindahl B. The experiences
of patients and their families of visiting whilst in an
intensive care unit – a hermeneutic interview study.
Intensive & Critical Care Nursing, 2011; 27: 60–66.
47 Eriksson T, Lindahl B, Bergbom I. Visits in an
intensive care unit – an observational hermeneutic
study. Intensive and Critical Care Nursing, 2010; 26:
51–57.
48 Kean S. Children and young people visiting an adult
intensive care unit. Journal of Advanced Nursing,
2010; 66: 868–877.
49 Santiago C, Lazar L, Jiang D, Burns KEA. A survey
of the attitudes and perceptions of multidisciplinary
team members towards family presence at bedside
rounds in the intensive care unit. Intensive and
Critical Care Nursing, 2014; 30: 13–21.
50 G€unes U, Zaybak A. A study of Turkish critical care
nurses’ perspectives regarding family-witnessed
resuscitation. Journal of Clinical Nursing, 2009; 18:
2907–2915.
51 Badir A, Sepit D. Family presence during CPR: a
study of the experiences and opinions of Turkish
critical care nurses. International Journal of Nursing
Studies, 2007; 44: 83–92.
52 Feagan LM, Fisher NJ. The impact of education on
provider attitudes toward family-witnessed
resuscitation. Journal of Emergency Nursing, 2011;
37: 231–239.
53 Fisher C, Lindhorst H, Matthews T, Paulin D,
Scott D. Nursing staﬀ attitudes and behaviours
regarding family presence in the hospital setting.
Journal of Advanced Nursing, 2008; 64: 615–624.
ª 2015 The Authors. Health Expectations. Published by John Wiley & Sons Ltd
Health Expectations
Patient and family involvement in the ICU, M Olding et al. 15
54 Fullbrook P, Albarran J, Latour J. A European
survey of critical care nurses’ attitudes and
experiences of having family members present
during cardiopulmonary resucitation. International
Journal of Nursing Studies, 2005; 42: 557–568.
55 Kianmeher N, Moﬁdi M, Rahmani H, Shahin Y.
The attitudes of team members towards family
presence during hospital-based CPR: a study based
in the Muslim setting of four Iranian teaching
hospitals. The Journal of the Royal College of
Physicians of Edinburgh, 2010; 40: 4–8.
56 K€oberich S, Kaltwasser A, Rothaug O, Albarran J.
Family witnessed resuscitation – experience and
attitudes of German intensive care nurses. Nursing in
Critical Care, 2010; 15: 241–250.
57 Leung NY, Chow SKY. Attitudes of healthcare staﬀ
and patients’ family members towards family presence
during resuscitation in adult critical care units. Journal
of Clinical Nursing, 2012; 21: 2083–2093.
58 MacLean SL, Guzzetta CE, White C et al. Family
presence during cardiopulmonary resuscitation and
invasive procedures: practices of critical care and
emergency nurses. American Journal of Critical Care,
2003; 12: 246–257.
59 Carroll LD. The eﬀect of Intensive Care Unit
environments on nurse perceptions of family
presence during resuscitation and invasive
procedures. Dimensions of Critical Care Nursing,
2014; 33: 34–39.
60 Baumhover N, Hughes L. Spirituality and support
for family presence during invasive procedures and
resuscitations in adults. American Journal of Critical
Care, 2009; 18: 357–367.
61 Holzhauser K, Finucane J, Vries S. Family presence
during resuscitation: a randomised controlled trial of
the impact of family presence. Australian Emergency
Nursing Journal, 2006; 8: 139–147.
62 Wagner JM. Lived experience of critically ill
patients’ family members during cardiopulmonary
resuscitation. American Journal of Critical Care,
2004; 13: 416–420.
63 Ganz FD, Yoﬀe F. Intensive care nurses’
perspectives of family-centered care and their
attitudes toward family presence during
resuscitation. Journal of Cardiovascular Nursing,
2012; 27: 220–227.
64 Basol R, Ohman K, Simones J, Skillings K. Using
research to determine support for a policy on family
presence during resuscitation. Dimensions of Critical
Care Nursing, 2009; 28: 237–249.
65 Fridh I, Forsberg A, Bergbom I. Family presence
and environmental factors at the time of a patient’s
death in an ICU. Acta Anaesthesiologica
Scandinavica, 2007; 51: 395–401.
66 Eggenberger SK, Nelms TP. Being family: the family
experience when an adult member is hospitalized
with a critical illness. Journal of Clinical Nursing,
2007; 16: 1618–1628.
67 Engstr€om A, S€oderberg S. The experiences of
partners of critically ill persons in an intensive care
unit. Intensive & Critical Care Nursing, 2004; 20:
299–308; quiz 309–10.
68 Dahle Olsen K, Dysvik E, Sætre B. The meaning of
family members ‘presence during intensive care stay:
a qualitative study. Intensive and Critical Care
Nursing, 2009; 25: 190–198.
69 Happ MB, Swigart VA, Tate JA, Arnold RM,
Sereika SM, Hoﬀman LA. Family presence and
surveillance during weaning from prolonged
mechanical ventilation.Heart and Lung, 2007; 36:
47–57.
70 Engstrom A, Soderberg S. Receiving power through
conﬁrmation: the meaning of close relatives for
people who have been critically ill. Journal of
Advanced Nursing, 2007; 59: 569–576.
71 Knott A, Kee C. Nurses’ beliefs about family
presence during resucitation. Applied Nursing
Research, 2005; 18: 192–198.
72 Engstrom A, Soderberg S, So S. Close relatives in
intensive care from the perspective of critical care
nurses. Journal of Clinical Nursing, 2007; 16:
1651–1659.
73 Coyer F, Courtney M, O’Sullivan J. Establishing
an action research group to explore family-
focused nursing in the intensive care unit.
International Journal of Nursing Practice, 2007;
13: 14–23.
74 Fridh I, Forsberg A, Bergbom I. Doing one’s
utmost: nurses’ descriptions of caring for dying
patients in an intensive care environment. Intensive
& Critical Care Nursing, 2009; 25: 233–241.
75 Farrell ME, Joseph DH, Schwartz-Barcott D.
Visiting hours in the ICU: ﬁnding the balance
among patient, visitor and staﬀ needs. Nursing
Forum, 2005; 40: 18–28.
76 Leske J. Needs of relatives of critically ill patients: a
follow-up.Heart and Lung, 1986; 2: 189–193.
77 Hinkle JL, Fitzpatrick E. Needs of American
relatives of intensive care patients: perceptions of
relatives, physicians and nurses. Intensive and
Critical Care Nursing, 2011; 27: 218–225.
78 Kinrade T, Jackson AC, Tomnay J. Social workers’
perspectives on the psychosocial needs of families
during critical illness. Social Work in Health Care,
2011; 50: 661–681.
79 Høghaug G, Fagermoen MS, Lerdal A. The visitor’s
regard of their need for support, comfort,
information proximity and assurance in the intensive
care unit. Intensive & Critical Care Nursing, 2012; 28:
263–268.
80 Maxwell KE, Stuenkel D, Saylor C. Needs of family
members of critically ill patients: a comparison of
ª 2015 The Authors. Health Expectations. Published by John Wiley & Sons Ltd
Health Expectations
Patient and family involvement in the ICU, M Olding et al.16
nurse and family perceptions. Heart and Lung, 2007;
36: 367–376.
81 Plaszewska-Zywko L, Gazda D. Emotional reaction
and needs of family members of ICU patients.
Anaesthesiology Intensive Therapy, 2012; 44: 145–149.
82 Hinkle JL, Fitzpatrick E, Oskrochi GR. Identifying
the perception of needs of family members visiting
and nurses working in the intensive care unit.
Journal of Neuroscience Nursing, 2009; 41: 85–91.
83 Chatzaki M, Klimathianaki M, Anastasaki M,
Chatzakis G, Apostolakou E, Georgopoulos D.
Deﬁning the needs of ICU patient families in a
suburban/rural Greek population: a prospective
cohort study. Journal of Clinical Nursing, 2012; 21:
1831–1839.
84 Freitas KS, Kimura M, Ferreira KAS. Family
members’ needs at intensive care units: comparative
analysis between a public and a private hospital.
Revista Latino-Americana de Enfermagem (RLAE),
2007; 15: 84–92.
85 Lee LYK, Lau YL. Immediate needs of adult
family members of adult intensive care patients in
Hong Kong. Journal of Clinical Nursing, 2003; 12:
490–500.
86 Obringer K, Hilgenberg C, Booker K. Needs of
adult family members of intensive care unit patients.
Journal of Clinical Nursing, 2012; 21: 1651–1658.
87 Auerbach SM, Kiesler DJ, Wartella J, Rausch S,
Ward KR, Ivatury R. Optimism, satisfaction with
needs met, interpersonal perceptions of the
healthcare team, and emotional distress in patients’
family members during critical care hospitalization.
American Journal of Critical Care, 2005; 14:
202–210.
88 Browning G, Warren NA. Unmet needs of family
members in the medical intensive care waiting room.
Critical Care Nursing Quarterly, 2006; 29: 86–95.
89 Khalaila R. Patients’ family satisfaction with needs
met at the medical intensive care unit. Journal of
Advanced Nursing, 2013; 69: 1172–1182.
90 Buckley P, Andrews T. Intensive care nurses’
knowledge of critical care family needs. Intensive &
Critical Care Nursing, 2011; 27: 263–272.
91 Takman C, Severinsson E. Comparing Norwegian
nurses’ and physicians’ perceptions of the needs of
signiﬁcant others in intensive care units. Journal of
Clinical Nursing, 2005; 14: 621–631.
92 Al-Hassan MA, Hweidi IM. The perceived needs of
Jordanian families of hospitalized, critically ill
patients. International Journal of Nursing Practice,
2004; 10: 64–71.
93 Karlsson C, Tisell A, Engstr€om &, Andershed B.
Family members’ satisfaction with critical care: a
pilot study. Nursing in Critical Care, 2011; 16:
11–18.
94 Bailey JJ, Sabbagh M, Loiselle CG, Boileau J,
McVey L. Supporting families in the ICU: a
descriptive correlational study of informational
support, anxiety, and satisfaction with care. Intensive
& Critical Care Nursing, 2010; 26: 114–122.
95 Davidson JE. Family presence on rounds in
neonatal, pediatric, and adult intensive care units.
Annals of the American Thoracic Society, 2013; 10:
152–156.
96 Davidson JE, Daly BJ, Agan D, Brady NR.
Facilitated Sensemaking: a feasibility study for the
provision of a family support program in the
intensive care unit. Critical Care Nursing Quarterly,
2010; 33: 177–189.
97 Leske J. Internal psychometric properties of the
critical care family needs inventory.Heart and Lung,
1991; 20: 236–243.
98 Quinton C, van Rooyen D, Str€umpher J. The
accompaniment needs of the family with a loved one
in the critical care unit.Health SA Gesondheid, 2003;
8: 78–88.
99 Johansson I, Fridlund B, Hildingh C. What is
supportive when an adult next-of-kin is in critical
care? Nursing in Critical Care, 2005; 10: 289–298.
100 Stayt LC. Nurses’ experiences of caring for families
with relatives in intensive care units. Journal of
Advanced Nursing, 2007; 57: 623–630.
101 Vandall-Walker V, Jensen L, Oberle K. Nursing
support for family members of critically ill
adults. Qualitative Health Research, 2007; 17:
1207–1218.
102 Kean S, Mitchell M. How do intensive care nurses
percieve families in intensive care? Insights form the
United Kingdom and Australia. Journal of Clinical
Nursing, 2014; 23: 663–672.
103 Blanchard D, Alavi C. Asymmetry in the intensive
care unit: redressing imbalance and meeting the
needs of family. Nursing in Critical Care, 2008; 13:
225–231.
104 Gutierrez MK. Prognostic categories and timing of
negative prognostic communication from critical
care physicians to family members at end-of-life in
an intensive care unit. Nursing Inquiry, 2013; 20:
232–244.
105 McKiernan M, McCarthy G. Family members’ lived
experience in the intensive care unit: a
phemenological study. Intensive and Critical Care
Nursing, 2010; 26: 254–261.
106 Nelms TP, Eggenberger SK. The essence of the
family critical illness experience and nurse-family
meetings. Journal of Family Nursing, 2010; 16:
462–486.
107 Høye S, Severinsson E. Professional and cultural
conﬂicts for intensive care nurses. Journal of
Advanced Nursing, 2010; 66: 858–867.
ª 2015 The Authors. Health Expectations. Published by John Wiley & Sons Ltd
Health Expectations
Patient and family involvement in the ICU, M Olding et al. 17
108 Høye S, Severinsson E. Intensive care nurses’
encounters with multicultural families in Norway:
an exploratory study. Intensive & Critical Care
Nursing, 2008; 24: 338–348.
109 Plakas S, Cant B, Taket A. The experiences of
families of critically ill patients in Greece: a social
constructionist grounded theory study. Intensive &
Critical Care Nursing, 2009; 25: 10–20.
110 Cypress BS. The lived ICU experience of nurses,
patients and family members: a phenomenological
study with Merleau-Pontian perspective. Intensive
and Critical Care Nursing, 2011; 27: 273–280.
111 Boyd EA, Lo B, Evans LR et al. “It’s not just what
the doctor tells me:” factors that inﬂuence surrogate
decision-makers’ perceptions of prognosis. Critical
Care Medicine, 2010; 38: 1270–1275.
112 Hwang YD, Yagoda D, Perrey MH et al.
Consistency of communication among intensive care
unit staﬀ as perceived by family members of patients
surviving to discharge. Journal of Critical Care,
2014; 29: 134–138.
113 Fassier T, Darmon M, Laplace C et al. One-day
quantitative cross-sectional study of family
information time in 90 intensive care units in
France. Critical Care Medicine, 2007; 35: 177–183.
114 Lee Char SJ, Evans LR, Malvar GL, White DB. A
randomized trial of two methods to disclose
prognosis to surrogate decision makers in intensive
care units. American Journal of Respiratory &
Critical Care Medicine, 2010; 182: 905–909.
115 McDonagh JR, Elliott TR, Engelberg RA et al.
Family satisfaction with family conferences about
end-of-life care in the intensive care unit: increased
proportion of family speech is associated with
increased satisfaction. Critical Care Medicine, 2004;
32: 1484–1488.
116 Majesko A, Hong SY, Weissfeld L, White DB.
Identifying family members who may struggle in the
role of surrogate decision maker*. Critical Care
Medicine, 2012; 40: 2281–2286.
117 Lamba S, Murphy P, McVicker S, Smith JH,
Mosenthal AC. Changing end-of-life care practice
for liver transplant service patients: Structured
palliative care intervention in the surgical intensive
care unit. Journal of Pain and Symptom
Management, 2012; 44: 508–519.
118 Schindler AW, Schindler N, Enz F, Lueck A,
Olderog T, Vagts DA. ICU personnel have
inaccurate perceptions of their patients’ experiences.
Acta Anaesthesiologica Scandinavica, 2013; 57:
1032–1040.
119 Di Gangi S, Naretto G, Cravero N, Livigni S. A
narrative-based study on communication by family
members in intensive care unit. Journal of Critical
Care, 2013; 28: 483–489.
120 Broyles ML, Tate AJ, Happ Beth M. Use of
augmentative and alternative communication
strategies by family members in the intensive care
unit. American Journal of Critical Care, 2012; 21:
e21–e32.
121 Nelson JE, Puntillo KA, Pronovost PJ et al. In their
own words: patients and families deﬁne high-quality
palliative care in the intensive care unit. Critical
Care Medicine, 2010; 38: 808–818.
122 Slatore GC, Hansen L, Ganzini L et al.
Communication by nurses in the intensive care unit:
qualitative analysis of domains of patient-centred
care. American Journal of Critical Care, 2012; 21:
410–418.
123 S€oderstr€om I, Benzein E, Saveman B. Nurses’
experiences of interactions with family members in
intensive care units. Scandinavian Journal of Caring
Sciences, 2003; 17: 185–192.
124 S€oderstr€om IM, Saveman BI, Benzein E.
Interactions between family members and staﬀ in
intensive care units – an observation and interview
study. International Journal of Nursing Studies, 2006;
43: 707–716.
125 Zaforteza C, Gastaldo D, de Pedro JE,
Sanchez-Cuenca P, Lastra P. The process of giving
information to families of critically ill patients: a
ﬁeld of tension. International Journal of Nursing
Studies, 2005; 42: 135–145.
126 Azoulay E, Pochard F, Chevret S et al.Half the
family members of intensive care unit patients do
not want to share in the decision-making process: a
study in 78 French intensive care units. Critical Care
Medicine, 2004; 32: 1832–1838.
127 Heyland DK, Cook DJ, Rocker GM et al.Decision-
making in the ICU: perspectives of the substitute
decision-maker. Intensive Care Medicine, 2003; 29:
75–82.
128 Burns JP, Mello MM, Studdert DM, Puopolo AL,
Truog RD, Brennan TA. Results of a clinical trial
on care improvement for the critically ill. Critical
Care Medicine, 2003; 31: 2107–2117.
129 Fumis RRL, Deheinzelin D. Respiratory support
withdrawal in intensive care units: families,
physicians and nurses views on two hypothetical
clinical scenarios. Critical Care (London, England),
2010; 14: R235.
130 Bloomer MJ, Tiruvoipati R, Tsiripillis M, Botha JA.
End of life management of adult patients in an
Australian metropolitan intensive care unit: a
retrospective observational study. Australian Critical
Care, 2010; 23: 13–19.
131 Long B, Clark L, Cook P. Surrogate decision
making for patients with severe traumatic brain
injury. Journal of Trauma Nursing, 2011; 18:
204–212.
ª 2015 The Authors. Health Expectations. Published by John Wiley & Sons Ltd
Health Expectations
Patient and family involvement in the ICU, M Olding et al.18
132 Kryworuchko J, Stacey D, Peterson WE,
Heyland DK, Graham ID. A qualitative study of
family involvement in decisions about life support
in the intensive care unit. The American Journal
of Hospice & Palliative Care, 2012; 29: 36–46.
133 White DB, Malvar G, Karr J, Lo B, Curtis JR.
Expanding the paradigm of the physician’s role in
surrogate decision-making: an empirically derived
framework. Critical Care Medicine, 2010; 38:
743–750.
134 Schenker Y, White DB, Crowley-Matoka M,
Dohan D, Tiver Ga, Arnold RM. “It hurts to
know. . . and it helps”: exploring how surrogates
in the ICU cope with prognostic information.
Journal of Palliative Medicine, 2013; 16: 243–249.
135 Schenker Y, Crowley-Matoka M, Dohan D,
Tiver GA, Arnold RM, White DB. I don’t want
to be the one saying “we should just let him
die”: intrapersonal tensions experienced by
surrogate decision makers in the ICU. Journal of
General Internal Medicine, 2012; 27: 1657–1665.
136 Iverson E, Celious A, Kennedy CR et al. Factors
aﬀecting stress experienced by surrogate decision
makers for critically ill patients: implications for
nursing practice. Intensive and Critical Care Nursing,
2014; 30: 77–85.
137 Baggs JG, Schmitt MH, Prendergast TJ et al.Who
is attending? End-of-life decision making in the
intensive care unit Journal of Palliative Medicine,
2012; 15: 56–62.
138 Edwards Patricia M, Throndson K, Dyck F. Critical
care nurses’ perceptions of their roles in family –
team conﬂicts related to treatment plans. Canadian
Journal of Nursing Research, 2012; 44: 60–75.
139 Studdert DM, Mello MM, Burns JP et al. Conﬂict
in the care of patients with prolonged stay in the
ICU: types, sources, and predictors. Intensive Care
Medicine, 2003; 29: 1489–1497.
140 Blom H, Gustavsson C, Sundler AJ.
Participation and support in intensive care as
experienced by close relatives of patients – a
phenomenological study. Intensive and Critical
Care Nursing, 2013; 29: 1–8.
141 McAdam JL. Unrecognized contributions of
families in the intensive care unit. Intensive Care
Medicine, 2008; 34: 1097–1101.
142 Williams CMA. The identiﬁcation of family
members’ contribution to patients’ care in the
intensive care unit: a naturalistic inquiry. Nursing in
Critical Care, 2005; 10: 6–14.
143 Engstr€om B, Uysitalo A, Engstr€om A. Relatives’
involvement in nursing care: a qualitative study
describing critical care nurses’ experiences. Intensive
and Critical Care Nursing, 2011; 27: 1–9.
144 Fridh I, Forsberg A, Bergbom I. Close relatives’
experiences of caring and of the physical
environment when a loved one dies in an ICU.
Intensive & Critical Care Nursing, 2009; 25:
111–119.
145 Mitchell M, Chaboyer W. Family-Centred Care – a
way to connect patients, families and nurses in
critical care: a qualitative study using telephone
interviews. Intensive & Critical Care Nursing, 2010;
26: 154–160.
146 Mitchell M, Chaboyer W, Burmeister E, Foster M.
Positive eﬀects of a nursing intervention on family-
centered care in adult critical care. American Journal
of Critical Care, 2009; 18: 543–553.
147 Chiang CLV. Surviving a critical illness through
mutually being there with each other: a grounded
theory study. Intensive & Critical Care Nursing,
2011; 27: 317–330.
148 Halligan P. Caring for patients of Islamic
denomination: critical care nurses’ experiences in
Saudi Arabia. Journal of Clinical Nursing, 2006; 15:
1565–1573.
149 Salmond SW. When the family member is a nurse:
the role and needs of nurse family members during
critical illness of a loved one. Intensive and Critical
Care Nursing, 2011; 27: 10–18.
150 Wahlin I, Ek A-C, Idvall E. Empowerment
from the perspective of next of kin in intensive
care. Journal of Clinical Nursing, 2009; 18:
2580–2587.
151 Mitchell M, Chaboyer W, Burmeister E. Positive
eﬀects of a nursing intervention on family-centred
care in adult critical care. American Journal of
Critical Care, 2009; 6: 543–552.
152 Collins S, Britten N, Ruusuvuori J, Thomson A.
Patient Participation in Health Care Consultations:
Qualitative Perspectives. Maidenhead: Open
University Press, 2007.
153 Happ M. Communicating with mechanically
ventilated patients: state of the science. AACN
Clinical Issues, 2001; 12: 247–537.
154 Ely E, Inouye S, Bernard G et al.Delirium in
mechanically ventilated patients: validity and
reliability of the confusion assessment method for
the intensive care unit (CAM-ICU). JAMA, 2001;
286: 2703–2710.
155 Silveira MJ, Kim SYH, Langa KM. Advance
directives and outcomes of surrogate decision
making before death. New England Journal of
Medicine, 2010; 362: 1211–1218.
156 Paradis E, Leslie M, Gropper M, Aboumatar H,
Kitto S, Reeves S. Interprofessional care in intensive
care settings and the factors that impact it: a scoping
review of ethnographic studies. Journal of Critical
Care, 2013; 28: 1062–1067.
157 Johansson L, Bergbom I, Waye KP, Ryherd E,
Lindahl B. The sound environment in an ICU
patient room – a content analysis of sound levels
ª 2015 The Authors. Health Expectations. Published by John Wiley & Sons Ltd
Health Expectations
Patient and family involvement in the ICU, M Olding et al. 19
and patient experiences. Intensive & Critical Care
Nursing, 2012; 28: 269–279.
158 Trochelman K, Albert N, Spence J, Murray T,
Slifcak E. Patients and their families weigh in on
evidence-based hospital design. Critical Care Nurse,
2012; 32: e1–e10.
159 Su-Yin H, Iedema R, Manias E. Creating spaces in
intensive care for safe communication: a video-
reﬂexive ethnographic study. BMJ, 2014; 23:
1007–1013.
160 Protheroe J, Brooks H, Chew-Graham C,
Gardner C, Rogers A. “Permission to
participate”: a qualitative study of participation in
patients from diﬀering socio-economic
backgrounds. Journal of Health Psychology, 2012;
18: 1–10.
161 Say R, Murtagh M, Thomson R. Patients’
preferences for involvement in medical decision-
making: a narrative review. Patient Education and
Counseling, 2006; 60: 102–114.
162 McGregor S. Roles, power and subjective choice.
Patient Education and Counseling, 2006; 60: 5–9.
163 Rogers A, Popay J, Williams G, LathamM.
Inequalities in Health and Health Promotions:
Insights from the Qualitative Literature. London:
Health Education Authority, 1997.
164 Smith S, Dixon A, Trevena L, Nutbeam D,
McCaﬀery K. Exploring patient involvement in
healthcare decision making across diﬀerent
education and functional health literacy
groups. Social Science & Medicine, 2009; 69:
1805–1812.
165 Back V, Ploeng J, Black M. Nursing roles in
end-of-life decision making in critical care
settings. Western Journal of Nursing Research,
2009; 31: 496–512.
166 Bottorﬀ J, Steele R, Davies B, Porterﬁeld P,
Gaossino C, Shaw M. Facilitating day-to-day
decision-making in palliative care. Cancer Nursing,
2000; 22: 159–168.
167 Coombs M. Power and conﬂict in intensive care
clinical decision making. Intensive and Critical Care
Nursing, 2003; 19: 125–135.
168 Coombs M, Ersser SJ. Medical hegemony in
decision-making–a barrier to interdisciplinary
working in intensive care? Journal of Advanced
Nursing, 2004; 46: 245–252.
169 Manias E, Street A. Nurses and doctors
communicating through medication order charts in
critical care. Australian Critical Care, 2001; 14:
17–23.
170 Friedson E. Professional Dominance: The Social
Structure of Medical Care. New Brunswick:
Transaction Publishers, 1970.
171 Reeves S. Qualitative research methodologies:
ethnography. BMJ, 2008; 337: 512–514.
172 Strong P. The Ceremonial Order of the Clinic.
London: Routledge, 1977.
173 Dixon-Woods M. Why is patient safety so hard?
A selective review of ethnographic studies.
Journal of Health Services Research & Policy,
2010; 15: 11–16.
174 Leslie M, Paradis E, Gropper MA, Reeves S,
Kitto S. Applying ethnography to the study of
context in healthcare quality and safety. BMJ
Quality & Safety, 2014; 23: 99–105.
175 Reeves S, Peller J, Goldman J, Kitto S.
Ethnography in qualitative educational research:
AMEE Guide No. 80.Medical Teacher, 2013; 8:
e1365–e1379.
176 Josiah Mac Jr. Foundation. Partnering with
patients, families, and communities: an urgent
imperative for health care. In: Macy Foundation
Conference. Arlington, Virginia, 2014: 1–16.
ª 2015 The Authors. Health Expectations. Published by John Wiley & Sons Ltd
Health Expectations
Patient and family involvement in the ICU, M Olding et al.20
